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Presentation Notes
Good morning, I’m Patricia Grady, the Director of the National Institute of Nursing Research and a member of the NIH Pain Consortium’s Executive Committee, and I’d like to extend my welcome to this year’s Pain Consortium Symposium.

http://painconsortium.nih.gov/index.html

“Given the burden of pain in terms of
human lives, dollars, and social
consequences, actions to relieve pain
should be undertaken as a national
priority.”

“Pain is a topic of interest to virtually
every NIH Institute and Center and
should benefit from this type of
collaboration.”

IOM: Relieving Pain in America. A Blueprint

for Transforming Prevention, Care,
Education, and Research : 2011
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The NIH Pain Consortium was recognized in the Institute of Medicine (IOM) report, “Relieving Pain in America” (2011) as an active and collaborative entity with a responsibility to coordinate pain research across the NIH, as you see in this quote from the report: “Pain is a topic of interest to virtually every NIH Institute and Center and should benefit from this type of collaboration.”

The Consortium is, more than ever, committed to enhancing the pain research agenda through this collaborative activity. 
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Mission

The NIH Pain Consortium was established to enhance pain research and
promote collaboration among researchers across the many NIH Institutes
and Centers that have programs and activities addressing pain.

Goals

e Develop a comprehensive and forward-thinking pain research agenda
for the NIH, building on past efforts

* |dentify key opportunities in pain research, particularly those that
foster multidisciplinary and trans-NIH participation

* Increase visibility of pain research - both within the NIH intramural
and extramural communities, including external pain advocacy and
patient groups

e Pursue the pain research agenda through public-private partnerships
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The NIH Pain Consortium was established in 1996 by then NIH Director Dr. Harold Varmus and revitalized by NIH Director Dr. Elias Zerhouni in 2003.
Through expanded leadership, greater representation across NIH, and dedicated staff the Consortium’s activities have broadened and intensified 
Its mission is to enhance pain research and promote collaboration among researchers across the many NIH Institutes and Centers (ICs) that have programs and activities addressing pain.
Its goals are to:
Develop a comprehensive and forward-thinking pain research agenda for the NIH, building on what we have learned from our past efforts;
Identify key opportunities in pain research, particularly those that foster multidisciplinary and trans-NIH participation;
Increase visibility of pain research - both within the NIH intramural and extramural communities, including our various external pain advocacy and patient groups; and to
Pursue the pain research agenda through public-private partnerships, wherever applicable.
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National Institutes
of Health

Executive Committee
e Dr. Story Landis, Director, NINDS (Chair)

e Dr. Josephine Briggs, Director, NCCAM
e Dr. Patricia A. Grady, Director, NINR

e Dr. Martha Somerman, Director, NIDCR
 Dr. Nora Volkow, Director, NIDA

Staff

e Dr. Linda Porter, Policy Advisor for Pain
e Dr. Cheryse Sankar, Policy Analyst for Pain
e Dr. Tara Schwetz, AAAS Science and Technology Policy Fellow
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Several NIH IC Directors serve on the NIH Pain Consortium’s Executive Committee, including Dr. Story Landis, who is the Committee’s chair, myself, and Drs. Josephine Briggs, Martha Somerman, and Nora Volkow. 

Drs. Linda Porter, Cheryse Sankar, and Tara Schwetz provide critical support to the Consortium’s activities.
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Current Membership

National Cancer Institute
National Eye Institute

National Institute on Aging
National Institute on Alcohol Abuse and Alcoholism

National Institute of Arthritis and Musculoskeletal and Skin
Diseases

National Institute of Biomedical Imaging and Bioengineering
National Institute of Child Health and Human Development
National Institute on Deafness and Other Communication Disorders
National Institute of Dental and Craniofacial Research

National Institute of Diabetes and Digestive and Kidney Disorders
National Institute on Drug Abuse

National Institute of General Medical Sciences

National Institute of Mental Health

National Institute of Minority Health and Disparities
National Institute of Neurological Disorders and Stroke
National Institute of Nursing Research
National Heart Lung and Blood Institute
National Center for Advancing Translational Sciences
National Center for Complementary and Alternative Medicine
John E. Fogarty International Center
Warren Grant Magnuson Clinical Center
Office of Behavioral and Social Sciences Research
Office of Research on Women’s Health
Office of Rare Diseases
Office of the Director

Office of Science Policy and Analysis

Office of Technology Transfer
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In 2003,  the Consortium membership included 19 Institutes, Offices, and Centers.

Currently, the Pain Consortium has active members from 24 Institutes, Offices, and Centers across NIH.

All members contribute actively to the broad efforts of the Consortium.


Highlights of Pain Consortium Activities

 Training and educational tools
 Centers of Excellence in Pain Education (CoEPEs)
 Development of clinical research resources
 Low Back Pain Research Task Force
e Stanford/NIH Pain Registry
 Funding of pain research
* Increased visibility of pain research
 Nature Collection
 Annual Pain Consortium Symposium
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I would like to highlight some current Pain Consortium activities:

The development of training and educational tools through Centers of Excellence in Pain Education (CoEPEs);

The development of clinical research resources, through the Low Back Pain Research Task Force and the Stanford/NIH Pain Registry; 

Funding of pain research; and  

Increased visibility of pain research, through a recent Pain Consortium-sponsored Nature Collection and the Consortium’s Annual Symposium. 



NIH Pain Consortium

Centers of Excellence in Pain Education

(OEPES

CENTERS OF EXCELLENCE IN PAIN EDUCATION

NIH funded Centers of Excellence in Pain Education (CoEPEs) to develop,
evaluate, and distribute pain management curriculum resources for medical,
nursing, dental, and pharmacy schools to enhance and improve how health care
professionals are taught about pain and the treatment of pain.

e Harvard School of Dental Medicine and Brigham and Women’s Hospital CoEPE
e John D. Loeser CoEPE at the University of Washington

e Johns Hopkins University CoEPE

e Rochester Area Collaborative CoEPE

e Southern lllinois University Edwardsville/St. Louis University COEPE
 Thomas Jefferson School of Medicine Headache Collaborative CoEPE
e University of Alabama at Birmingham CoEPE

e University of California, San Francisco, CoOEPE

e University of Maryland Baltimore CoEPE

e University of New Mexico CoEPE

e The University of Pennsylvania CoEPE

e University of Pittsburgh CoEPE: Pain Challenges in Primary Care
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The Pain Consortium awarded contracts to 12 Centers of Excellence for Pain Education in 2012.
The goal is to develop web-based curriculum tools for health professional schools in medicine, dentistry, nursing, and pharmacy.
New tools will be implemented at the originating award sites, but will also be available for broad use by anyone through the Pain Consortium’s website.
The primary focus of the tools is case-based scenarios.
The first set of examples is expected to be available at the end of this year.
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National Institutes
of Health

- Chronic Low Back Research Task Force

Goals

Creation of consistent standards for terminology,
classification, data collection, and outcome assessment
of chronic low back pain (cLBP) to bring greater
consistency to, and ultimately advance the state of
clinical research on a challenging and complex problem

Outcome
An expert panel recommended development of research
standards for clinical research on cLBP to include:
e Definition of cLBP
e Sub-classification scheme for cLBP by impact and
pPrognosis
e Minimum dataset (based on NINDS Common Data
Elements)

©Matthew Lester
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The NIH Pain Consortium formed the Chronic Low Back Research Task Force, recognizing the formidable public health burden of the condition, and that clinical research on chronic low-back pain (cLBP) suffers from inconsistent terminology, case definitions, and outcome measures. 

The goals of the Research Task Force (RTF) are to create consistent standards for terminology, classification, data collection, and outcome assessment, to bring greater consistency to, and ultimately advance the state of clinical research on a challenging and complex problem.

The outcome of the RTF was recommendations from an expert panel for the development of research standards for clinical research on cLBP that would include:
A definition of chronic low back pain;
Sub-classification scheme for chronic low back pain by impact and prognosis; and
A minimum dataset (based on NINDS Common Data Elements).

After a series of workshops, the RTF reached consensus on definitions and classification for chronic low back pain and a minimal data set for clinical studies.

The RTF is preparing a paper for publication this year in a relevant pain journal.
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Stanford University Pain Registry

e Partnership between NIH Pain Consortium and Stanford
University.

* Centralized registry for tracking self-reported outcomes
of chronic pain sufferers over time.

* Data are freely accessible to investigators for outcomes
research, comparative effectiveness research, and point-

of-care decision-making.

* Full rollout of the registry is targeted for late 2014.
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The NIH Pain Consortium is partnering with Stanford University to develop a centralized, nationwide pain registry for tracking self-reported outcomes of chronic pain sufferers over time.

The data are freely accessible to investigators for outcomes research, comparative effectiveness research, and point-of-care decision making. 

Data definitions and standards are being developed in conjunction with the NIH-funded Patient Reported Outcomes Measurement Information System (PROMIS), which I’ll describe shortly.

A full rollout of the registry is targeted for late 2014.
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Pain research funding levels at NIH are calculated through an automated text search system and can be found on the NIH ”Reporter” website 
The increased focus on pain research at NIH and the expanding Pain Consortium membership and activities is reflected in the steadily increasing funding for chronic pain research, from $279 million in 2008 to $396 million in 2012.
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The Consortium sponsored a Nature Collections compendium of recently published, high profile papers.

The collection encompasses a broad range of important pain research, ranging from molecular biology to clinical imaging studies.

Copies are available at the registration desk and the on-line version is free for the next six months.
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2013: Integrating Self-Management Strategies
for Chronic Pain

Self-Management Strategies in Community Health
Care Settings

Tailored Self-Management Strategies for Patients
and Caregivers

Predictors and Indicators of Outcomes in Integrated
Self-Management Strategies

A Patient Perspective on Pain Self-management
Strategies

National Institutes
of Health
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Each year, the pain consortium symposium focuses on research advances based on an area of current significance to pain research and pain care.

This year, the consortium will highlight research that provides evidence for efficacy, hurdles, and underlying mechanisms of integrated pain self-management strategies in different health care settings.

With chronic diseases on the rise and concomitant burdens on health care systems that are already under stress, self-management has taken a central role in treating these conditions. The need to incorporate self-management strategies into integrated pain management programs was highlighted in the IOM report on pain.
 
It also is recognized as an important area in our current and future research portfolio at NIH, as exemplified by the symposium presentations and additional activities at NIH that I will describe shortly. 

The topics of this year’s three panel sessions are:
Self-Management Strategies in Community Health Care Settings 
Tailored Self-Management Strategies for Patients and Caregivers 
Predictors and Indicators of Outcomes in Integrated Self-Management Strategies

And there will be a patient perspective on pain self-management strategies. 
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Factors in Self-management Behavior

Disease/condition factors

— Severity, regimen complexity, trajectory
Individual factors

— Age, gender, genetics

Psychosocial characteristics

— Depression, self-efficacy, integration
Environment

Family factors

— Socioeconomic status, structure, function
Health care professionals
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I’d like to briefly take a look at some of the components of self-management research. Dr. Margaret Grey, Dean of the Yale University School of Nursing, recently summarized certain key factors affecting self-management behavior. Many of these are identified in the current literature, and they provide topics for further study. These include:

Disease or condition factors, such as severity, complexity of the treatment, and disease progression.
Individual factors, such as the patient’s age, gender, and genetics.
The patient’s psychosocial characteristics and, very importantly, 
Environmental and 
Family factors, such as socioeconomic status, structure, function.

In addition, health care professionals can also contribute to the complexity of implementing self-management strategies by not providing relevant advice, not facilitating associated activities, or not considering or incorporating patient perspectives. [1]
===============
[1] May S. Self-management of chronic low back pain and osteoarthritis. Nat Rev Rheumatol. 2010 Apr;6(4):199-209. PMID: 20357789
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Research Challenges

Variability and complexity in self-management
approaches

Dearth of randomized controlled trials

Chronic pain is complex and accompanied by
comorbidities

Requires multiple disciplines

NIH)

National Institutes
of Health
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Analyses of the current literature have identified gaps in our knowledge as well as challenges that exist in current approaches to self-management research and implementation, including:

Variability and complexity, and a lack of standardization in self-management approaches. [1, 3] For example, not all approaches have strong theoretical foundations.

A dearth of randomized controlled trials, for instance in non-pharmacologic treatments for osteoarthritis pain [2] and mechanisms to improve adherence to exercise.[3]

Chronic pain is complex and is often accompanied by comorbidities, creating additional issues in study design, such as well-defined cohorts.

Both a challenge and an opportunity is the multidisciplinary nature of self-management research.[4] As I described a moment ago, numerous factors must be considered in self-management research and implementation, including the disease characteristics; the individual patient’s physical, psychological, and social conditions; as well as environmental and family factors.
===================================
[1] Hadjistavropoulos T. Self-management of pain in older persons: helping people help themselves. Pain Med. 2012 Apr;13 Suppl 2:S67-71. 
Schulman-Green D, Jaser S, Martin F, Alonzo A, Grey M, McCorkle R, Redeker NS, Reynolds N, Whittemore R. Processes of self-management in chronic illness. J Nurs Scholarsh. 2012 Jun;44(2):136-44. 
[2] Shin SY, Kolanowski AM. Best evidence of psychosocially focused nonpharmacologic therapies for symptom management in older adults with osteoarthritis. Pain Manag Nurs. 2010 Dec;11(4):234-44. PM
[3] Jordan JL, Holden MA, Mason EE, Foster NE. Interventions to improve adherence to exercise for chronic musculoskeletal pain in adults. Cochrane Database Syst Rev. 2010 Jan 20;(1):CD005956.
[4] Smith BH, Torrance N. Management of chronic pain in primary care. Curr Opin Support Palliat Care. 2011 Jun;5(2):137-42.
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Health Gare dystems Research Gollaboratory

Collaborative Care for Chronic Pain in Primary Care

Institution: Kaiser Foundation Hospitals
NIH Institutes Providing Oversight: NINDS & NIDA

Description:

e Conducted in primary care
settings

e Combine a number of
treatment approaches,
including physical therapy and
psychological interventions

e Patients will be supported to
take a more active role in
managing their pain

e Primary care providers will
receive additional support and
guidance in treating patients alabratoi Yisprdiislivi Caites
with chronic pain e e

Lynn DeBar, PhD

NIH Health Care System Research Collaboratory

Additional sites to be determined


http://projectreporter.nih.gov/project_description.cfm?projectnumber=1UH2AT007788-01
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About PROMIS PROMIS For Y,

,Twil‘tr

promisMIH PROMIS - NIH

Did you miss Dr. James Witter's presentation on PROMIS
at the 1CCG conference last week? download it here:
http://t.co/vjyGr3kabe

‘The PROMIS domain framework has been
revised to group domains by Adult
‘Self-Reported Health and Pediatric Self-/Proxy-
Reported Health.

promisNIH PROMIS - NIH
Attending ICCG 20137 Hear Dr. James Witter talk about
PROMIS. Join us tomorrow morning at 8:15 in the Grand
Ballroom http://t.co/COsHZzsi9n

More ... .
= i. L
B ST LIEN Slalsluis Patients)
rovides efficient, reliable, and valid Provides data about the effect of therapy Measures what you are able to do and how
ssessments of adult and child (pediatric) that cannot be found in traditional clinical you feel
elf-reported health measures
Mare on PROMIS

Common Questions About PROMIS and Common Questions About PROMIS and What Patient Reported Qutcomes (PROs)

Its Instruments Its Instruments Are

PROMIS Instruments Selected PROMIS for Clinicians PROMIS Measures

References Select Publications

PROMIS In Research Computer Adaptive Test (CAT)

Demonstration

www.nihpromis.org

National Institutes
of Health
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Another Common Fund initiative, the Patient-Reported Outcomes Measurement Information System, has been discussed at many Pain Consortium symposia. This far-reaching effort aims to develop ways to measure patient-reported symptoms, including pain, across a wide variety of chronic diseases and conditions, as well as the general population, and may be particularly useful in self-management research.

PROMIS is a network of NIH-funded primary research sites and coordinating centers working collaboratively to develop a series of dynamic tools to reliably and validly measure patient-reported outcomes (PROs).  PROMIS provides an opportunity to improve healthcare outcomes by giving decision makers hard data on how healthcare affects what patients are able to do and how they feel.[1]

The information is derived from patient responses to a set of rigorously designed questions about different aspects of health-related quality of life including, significantly, pain.  Each measure is subjected to a multi-stage development and testing program to ensure that the information meets scientific standards of reliability with the goal to enable clinicians and researchers to have access to efficient, precise, valid, and responsive indicators of a person’s health status.  

The PROMIS website offers up-to-date information on publications from the PROMIS investigators. There is also access to the PROMIS instruments under development and related results, to support those who want to learn more, test the tools for their own purposes, and become more involved.
====================================
[1] http://www.nihpromis.org/default.aspx 

http:www.nihpromis.org

NIH Funding Opportunities:
Pain and Self—Management

Practical Interventions to Improve 1/8/2014
Medication Adherence

Chronic lliness Self-Management in Children 1/8/2014
and Adolescents

Pain in Aging 1/8/2016
Understanding and Promoting Health 5/8/2016
Literacy

Mechanisms, Models, Measurement, & 5/8/2016

Management in Pain Research
http://grants.nih.gov/grants/guide/index.html
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There are additional current opportunities, sponsored by ICs:

Practical Interventions to Improve Medication Adherence in Primary Care (R01, PA-12-022; R21, PA-12-023)

Chronic Illness Self-Management in Children and Adolescents (R01, PA-11-070; R03, PA-11-071; R21, PA-11-172)—NINR-led

Pain in Aging (R01, PA-13-058; R03, PA-13-060; R21, PA-13-059)

Understanding and Promoting Health Literacy (R01, PA-13-130; R03, PA-13-131; R21, PA-13-132), and

I would like to note Mechanisms, Models, Measurement, & Management in Pain Research (R01, PA-13-118; R03, PA-13-117; R21, PA-13-119), which is the omnibus pain research funding opportunity announcement. It describes the broad range of research interests supported by the NIH Pain Consortium member ICs, and it encourages research applications on development, assessment, and evaluation of self-management strategies. 

For good reason, this initiative is led by NINR, because nurse scientists are at the center of multidisciplinary self-management research and provide a critical bridge between research and implementation. NINR continues its long-standing commitment to funding opportunities in self-management research, including initiatives we co-sponsor with other NIH ICs. 

You will find additional information on all NIH funding opportunities in the NIH Guide on the NIH website. A list of pain research funding opportunities is available at the symposium’s registration desk. 




http://grants.nih.gov/grants/guide/index.html

The 87 Annual NIH Pain Consortium
Symposium on Advances in Pain Research

Emily Dickinson on pain
"It has no future but itself"

http://painconsortium.nih.gov/index.html m }./g

National Institute
of Health
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Update from the American Pain Society

Pain Self-management:
Barriers and Opportunities for Improved Care

David A. Williams, PhD
University of Michigan, Ann Arbor
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Each year the Pain Consortium invites a representative from the American Pain Society to join us at the symposium and to present an update from the Society.
I am pleased to introduce Dr. David Williams who will address,“Pain Self-management: Barriers and Opportunities for Improved Care.”
Dr. David Williams is Professor of Anesthesiology, Medicine Psychiatry, and Psychology at the University of Michigan.
He also serves as the Associate Director of the Chronic Pain and Fatigue Research Center, Co-Director of Research Development within the Michigan Institute for Clinical and Health Research and serves on the senior faculty of the Neurosciences Program. 
He received his doctorate from the Ohio State University and has held faculty appointments at both Duke and at Georgetown University Medical Center, where he served as the division chief of Behavioral Medicine. 
Dr. Williams is both a clinician and researcher with publications in the areas of chronic illness management, e-health and m-health delivery platforms, outcomes measurement and instrument development, and mechanisms of pain perception and modulation. 
He is currently in his third term on the Executive Board of the American Pain Society and serves on numerous editorial boards and scientific review committees both nationally and internationally. 
Dr. Williams…
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